Aims and objectives: To examine the experiences with palliative care in people with chronic obstructive pulmonary disease among professional caregivers in a Danish home care setting.
is known that the trajectory of COPD is unpredictable (Kessler et al., 2011; Lopez-Campos, Calero, & Quintana-Gallego, 2013 ) and patients are often housebound due to their COPD and may experience depression or low quality of life (Garrido et al., 2006; Jones et al., 2011) , as well as other debilitating symptoms. Thus, homedwelling patients with COPD may experience palliative care (PC) needs in everyday life and professional caregivers in home care has been suggested to be well placed to address the PC needs (Pinnock & Sohanpal, 2016) . However, there is limited research on PC administered in the home to persons suffering from COPD, particularly within the Danish context.
| BACKGROUND
The growing number of people with advanced COPD leads to more specialised care tasks in the primary care sector (Disler & Jones, 2010) . Traditionally, the target group for PC has been patients suffering from terminal cancer (Weil et al., 2015) . However, the World Health Organization (WHO) states that "palliative care is an approach that improves the quality of life of patients and their families facing the problems associated with life-threatening illness" (World Health Organization 2002) . This definition emphasises that PC is not associated with a specific disease and suggests that early PC interventions might be called for. It is thus the diagnosis of "a life-threatening disease" that determines the need for PC. Patients with COPD often live with the condition for many years, and it is difficult to predict the individual disease trajectory (Patel, Janssen, & Curtis, 2012) . COPD is defined as a life-threatening disease, and patients have several symptoms such as dyspnoea, fatigue, cough, anxiety and/or social isolation (Giacomini et al., 2012) . Even though COPD may not in the early phase be life-threatening, patients may experience life-limiting symptoms and concerns. Thus, the care of professional caregivers should reflect knowledge that patients with COPD may experience PC needs in all stages of the disease (Lanken et al., 2008) . Research has shown that patients with COPD are "silent" and do not complain and speak up about their condition (Habraken et al., 2008) . Previous research indicates that patients with COPD receive less PC than patients with comparable symptoms and prognoses (Carlucci, Guerrieri, & Nava, 2012; Elkington et al., 2005; Gore, Brophy, & Greenstone, 2000) . Moreover, the quality of PC interventions for people with COPD seems to be poor compared with the care received by patients with cancer (Curtis, 2008; Elkington et al., 2005; Gardiner et al., 2010) .
Little attention has been paid to how professional caregivers will be able to identify the PC needs in people with COPD. It has been suggested to work with trigger points or milestones for introducing PC (Pinnock et al., 2011) . Milestones are specific points in the disease process where it seems relevant to assess the need for PC. Studies highlight diagnosis, retirement, exacerbation, losing an informal caregiver and starting oxygen therapy as relevant milestones (Landers et al., 2015; Pinnock et al., 2011) . Several international studies have revealed that doctors and nurses experience barriers in providing PC interventions for people with COPD. These barriers include vague definitions of PC (Disler & Jones, 2010; Philip et al., 2012; Pinnock et al., 2011) , confusion about timing of PC (Pastrana et al., 2008) , fear of destroying patients' hope (Crawford et al., 2013; Knauft et al., 2005; Pinnock et al., 2011; Spence et al., 2009 ) and limited time to discuss PC with patients (Disler & Jones, 2010; Gott et al., 2009; Philip et al., 2012; Stajduhar et al., 2011) . However, little is known about the possible barriers to PC experienced by Danish RNs, social and healthcare assistants and helpers in home care settings.
What does this study contribute to the wider global clinical community?
• Professional caregivers (registered nurses, social and healthcare assistants and helpers) in home care settings experienced vague understandings of palliative care (PC), lack of knowledge about chronic obstructive pulmonary disease (COPD), a challenging structure in home care and lack of time and continuity in the care for home-dwelling patients with COPD
• Professional caregivers experienced powerlessness and a lack of confidence when providing care for home-dwelling patients with severe COPD symptoms
• A need for further education and training was revealed to identify PC needs and initiate PC interventions for patients with COPD among front-line professional caregivers in home care settings MOUSING ET AL. In Denmark, the context for this study, the political focus on general PC, was increased in 2011 and reflected in national recommendations from the Danish National Board of Health (National Board of Health [Sundhedsstyrelsen] 2011). The National Board of Health recommended an increased focus on PC in basic healthcare education programmes no later than 2013. In Denmark, the care for patients with COPD is shared between hospitals (specialist care), general practitioners (GPs) and the municipality (primary care services) (Lange, 2012 3 | ME TH ODS
| Design
To study professional caregivers' experiences, we used qualitative methods consisting of individual interviews and group discussions.
We chose to conduct individual interviews with professional caregivers because this method offered an opportunity to gain deep insight into the professional caregivers' perspective. Subsequent group discussions were conducted to elaborate on the findings from the individual interviews, and in group discussions, participants could influence each other and respond to the comments of others. Data from individual interviews and group discussions were interpreted using qualitative descriptive analysis as described by Sandelowski (Sandelowski, 1995 (Sandelowski, , 2010 . This article is one of two reports describing the results of the first phase of an action research study about PC in home care settings among patients with COPD.
| Settings and participants
Data collection was performed in a large Danish municipality from December 2013-September 2014. Home care services in this municipality were organised in eleven home care districts. Ten professional caregivers from three districts (urban and rural districts, day and night shifts) were followed during visits in the patients' homes and were later interviewed individually (II). The reason for inviting only three districts to participate in the individual interview phase had to do with the capacity in the municipality, and the three districts were considered representative for the municipality. Professional caregivers in the three districts were asked to identify patients with COPD and ask the patients for permission to invite the researcher into their homes. The patients were identified and recruited using purposive sampling, and the inclusion criteria were as follows: diagnosed with COPD, receiving regular help from professional caregivers, speaking and understanding Danish and agreeing to participate. The patients were interviewed individually after the observational visits. These data are presented elsewhere (Authors, in review). There were no criteria regarding disease severity or special tasks to be performed by the home care services in the patients' home because PC needs were considered possible in all stages of COPD. The ten professional caregivers who participated in the observed visits in patients homes were individually interviewed. To further elaborate on the findings from the individual interviews, professional caregivers from all eleven districts in the municipality participated in ten group discussions (GD) (three-eight participants in each group) ( Table 1) . Each home care district was given the opportunity to enrol a maximum of ten professional caregivers in the group discussions, and a total of 66 participants were enrolled. Inclusion criteria were RNs, social and healthcare assistants and helpers in home care settings, delivering care to patients with COPD and the ability to understand and speak Danish. The objective was to share experiences and opinions on PC for patients with COPD.
| Data collection
To prepare for conducting the individual interviews with the professional caregivers, the first author followed ten caregivers during thirteen visits in the homes of patients with COPD to obtain a background understanding of professional caregiver routines and to get to know the patients and the professional caregivers. The researcher primarily had the role of an observer. During the visits, the observer engaged in informal conversations with both professional caregivers and patients. The field notes from the observations were used to adjust the interview guides used.
| Individual interviews
Ten professional caregivers (one RN, two social and healthcare assistants and seven social and healthcare helpers) were interviewed 
| Group discussions
Ten group discussions among a total of 66 professional caregivers The professional caregivers were invited to share experiences and opinions and discuss different perspectives on palliative care of COPD patients.
| Data analysis and interpretation
The analysis consisted of two phases: "Getting a sense of the whole"
and "Developing a system." First, all recordings were carefully listened to for obtaining a deep understanding of the content. Second, a systematic approach to the data was used, designating with the simplest word possible the topical area being discussed in the data (see Table 2 for an illustration of the process).
According to Sandelowski (1995) , the idea is to have a topic list that "is as parsimonious as possible, but one that will capture all of the topics present in the data" (Sandelowski, 1995, p. 374) . Codes were generated from the data during the course of the analysis and revealed 115 codes. The coding was conducted by the first author, and the identified codes were discussed in the research team. These codes were synthesised and categorised into three major themes (Table 2) .
| Ethical considerations
Prior to commencing the study, ethical approval was obtained from 
| Nonawareness of PC needs in patients with

COPD
The theme "nonawareness of PC needs in patients with COPD" included two subthemes, which are described below.
| Vague understanding of PC
The professional caregivers were confused about what PC entailed.
The interviews revealed that PC is not a concept that is commonly used in home care settings. RNs, social and healthcare assistants and helpers did not know how to explain the concept of PC. Most professional caregivers were able to translate the word palliation to relief, as in relieving symptoms, but a majority of professional caregivers were not able to elaborate on their understanding of PC in patients with COPD. As reported by a social and healthcare helper:
I do not know what PC interventions for patients with COPD could include (IIG)
Professional caregivers typically thought that PC was offered to patients with cancer and that initiatives primarily concerned pain management. PC was seen as an intervention for terminally ill patients. It was a major challenge for PC that professional caregivers did not think of patients with COPD as being a target group for PC.
Thus, there was a nonawareness of PC needs in this patient group.
As described by a RN: 
| Organisational barriers to a PC approach
This theme also included two subthemes, which are described below.
| A challenging structure in home care
The current study revealed several challenges concerning the organisation of PC in home care for patients with COPD. The organisation of care in the eleven districts differed slightly, but the overall structure was that social and healthcare assistants and helpers worked together in teams with a district RN as a clinical supervisor. The districts were in some cases further divided into units to avoid too much travel time between the workplace and the patients' homes. RNs were in most cases placed in offices detached from the other home care staff.
According to the professional caregivers, this structure was not conducive for continuous multidisciplinary discussions about patients and their potential PC needs. Some professional caregivers experienced that the physical separation of staff complicated the possibility of knowing and learning from each other. Professional caregivers reported that working in home care was an independent job. In contrast to professional caregivers in nursing homes or hospitals, they did not have colleagues nearby to consult. The different professional caregiver groups often only met a few times a week for brief scheduled meetings. The professional caregivers generally expressed a need for more interdisciplinary discussions, and they stressed being dependent upon exchanging knowledge. The professional caregivers experienced that the structural organisation of home care made it difficult to use the various professional skills among colleagues, although they stressed being dependent upon exchanging knowledge:
Professional groups experience different things (. . .)
Professional caregivers are educated differently. We
[different staff groups] cannot do without each other (GD5)
The social and healthcare helpers reported to discuss patientrelated problems with other social and healthcare helpers or assistants if they felt the need for help, and if unsuccessful, they contacted the district RN. Professional caregivers working in the evening or night shifts felt even more alone in their job. They did not attend weekly meetings and often experienced to lack information; this made them highly dependent of the documentation skills of their colleagues.
| Lack of time and continuity
Identifying PC needs and talking to patients about their possible concerns require time and continuity. The professional caregivers experienced lack of time as a major barrier. The majority of professional caregivers reported that a very tight time schedule for their visits to the patients' homes was an obstacle to assessment of PC needs through conversation:
If you are going into a serious conversation with the patient about the future or death you should be able to
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The professional caregivers reported that their assignments had a strong focus on practical tasks in the home, whereas talking to patients about feelings or concerns and being able to spend time with the patients were not allotted time. Reflecting on the question of PC, the professional caregivers felt that PC was an additional or secondary task. They expressed that they needed to "steal" time for nonpractical tasks. One social and healthcare helper said:
Patients have been assigned practical help, but we need to steal time for PC (. Organisational challenges also concerned the work schedules for the professional caregivers. Even though the managers tried to plan the work in a way that considered the individual patient, the professional caregivers experienced a lack of continuity, which challenged their ability to identify changes in the patients. The patients with COPD met frequently changing staff, and the professional caregivers reported that this unpredictability caused insecurity and frustration among patients.
| Consequences of nonawareness and organisational barriers
Vague understandings of PC, lack of knowledge about COPD, a challenging organisation of home care as well as lack of time and continuity caused several difficulties. The theme "consequences of nonawareness and organisational barriers" included two subthemes, which are described below. This lack of knowledge about PC was further complicated by organisational barriers. A lack of time and continuity resulted in difficulties in identifying PC needs, as professional caregivers reported that spending time with patients was necessary to get to know the patient well. Furthermore, lack of continuity in the professional caregivers' visits challenged the ability to detect changes in patient status, thereby giving poor conditions for identifying, for example, PC needs. Lack of continuity also resulted in difficulties in consulting colleagues and learning from peers. Thus, the structure was a barrier for mutual learning across disciplines and staff.
| Reluctance to initiate difficult conversations with patients
Lack of knowledge and experience with PC in relation to COPD sometimes made caregivers feel inadequate. This feeling of inadequacy In summary, a common view among the professional caregivers was that they did not think of PC as a part of caring for patients with COPD. To be able to perform PC and initiate palliative conversations for this group of patients, they experienced a need for more knowledge about PC and COPD, and an organisational structure of home care focused on continuity and enough time in patient's home.
Moreover, professional caregivers expressed a need for discussing and learning from peers about PC and COPD.
| DISCUSSION
Our findings revealed a nonawareness of PC needs and COPD and therefore also PC in patients with COPD in home care. These findings are in line with the findings of Disler and Jones (2010) , who argued that lack of understanding of the need for PC in patients with COPD led to patients being "invisible" to community services.
The professional caregivers had a vague understanding of PC, which is consistent with (Pastrana et al., 2008) , who found a lack of a consistent meaning of the term. A lack of understanding of PC influences how health care is practiced, which was evident in our study. We found that the vague definition of PC resulted in insecurity regarding identification of PC needs, uncertainty about the professional caregivers' competencies in relation to PC and fear or reluctance to initiate conversations about PC. In a systematic review (Coventry et al., 2005) , it was suggested that the biggest barrier for receiving PC when having a nonmalignant life-threatening disease was related to the professional caregivers' reluctance and/or inability to define patients' palliative status and predict the course of the disease. We therefore suggest that professional caregivers need continuing education and training, including discussions about the definition of PC in a COPD context to be able to have a PC approach and focus in the care of patients with COPD.
Our finding about reluctance to initiate conversations about PC in home care confirms previous studies concluding that some healthcare professionals are frequently reluctant to raise discussions about PC spontaneously even though they feel these discussions would be useful for the patients (Pinnock et al., 2011 ). In the current study, professional caregivers experienced limited knowledge and low confidence in their own skills, which may be a possible explanation of the reluctance or inability to talk to patients about PC needs and/or interventions. In a previous study (Mousing, Kirkevold, Timm, & Lomborg, In press) , patients with COPD expressed wishes to discuss their disease, symptom management, the future and death with professional caregivers, but rarely took the first step to have these conversations. Pinnock et al. (2011) suggest that discussions about PC should occur as a matter of routine and not wait until the patients asked for information. In the current study, some professional care- In line with previous research, our study found that all professional staff groups had considerations about the risk of destroying the patients' hope for the future by talking about PC needs and interventions (Giacomini et al., 2012) . The fear of destroying the hope of patients with COPD reflects an understanding of hope as essential for human existence. The understanding that hope is essential for human existence, and especially for people facing life-threatening illness, has been described previously (Giacomini et al., 2012; Olsman et al., 2014; Penz, 2008) . Very few studies have been conducted focusing on hope and PC in relation to COPD sufferers. A Danish qualitative study concluded that patients with COPD do not consider conversations with professional caregivers about disease, the future and death to be a threat to their hopes for the future (Mousing et al., In press ).
Not all health care professionals have the skills to pursue PC in patients with COPD, and some prefer to let the patients initiate endof-life discussions (Giacomini et al., 2012) . The current study revealed a need for development of competencies among professional caregivers concerning knowledge about COPD, PC, medical treatment and techniques to manage COPD symptoms and how to share these concerns with the patients.
The current study revealed organisational challenges related to organisation, work schedules, continuity and time to perform PC. In the home care districts studied, PC was considered a job for RNs.
This implied challenges as patients with COPD often do not receive help from primary care RNs until very late in their disease trajectory.
Therefore, the staff members responsible for caring for patients with COPD are often the ones with the shortest education. The patients are dependent on the social and healthcare helpers or assistants' ability to identify the need for PC and for contacting the RN to receive help or advice, conduct an assessment of PC needs and
initiate PC interventions. To be able to identify changes in patient status, the professional caregiver needs to know the patient well and visit regularly in the patients' home. The current study revealed that the organisation of care services challenged the ability to spend the time needed in patients' homes to identify PC needs and that staff was often shifting. Lack of time and structural challenges were also addressed in a previous study stating that health professionals are faced with extreme time constraints in their clinical work (van Riet Paap et al., 2014) and that the infrastructure of a service can be a barrier to improving PC.
Participating in the current study seemed to have initiated an interesting, though unintended process among professional caregivers.
In the research team, we witnessed how professional caregivers care as well as to discover the need for knowledge and skills to be able to perform PC in patients with COPD.
| Strengths and limitations
This study presents knowledge regarding professional caregivers' experiences and challenges regarding provision of PC to patients with COPD in home care. The findings are specific to PC for patients with COPD but may be transferable to other groups not traditionally associated with PC, for example, older and debilitated home-dwelling persons. The study was performed in only one, though large, Danish municipality which may limit the extent of our findings. We are aware that there are variated levels of focus and in-service education of caregivers in relation to PC in different institutions, municipalities and regions in Denmark. However, our knowledge of Danish municipalities tells us that the study municipality is in no way extraordinary.
The study included a large group of home care staff, and we have used viable methods to investigate the perspectives of professional caregivers, for example, individual interviews and group discussions.
These methods were combined to provide in-depth knowledge. In the group discussions, we aimed for approximately six participants in each group. However, one group consisted of only three participants, as this was a mono-professional discussion group of social and healthcare helpers and we experienced cancellations on the day of the group discussion. The fact that the empirical data from three specific professional groups has been analysed as one group may be considered a study limitation. We are aware that the three professional groups have various qualifications and competence levels and conducting a systematic analysis on each professional group might have produced more specific knowledge of the perspectives of each professional group. However, during both individual interviews and group discussions, it became clear that all professional caregiver groups were challenged in identifying PC needs and initiating PC interventions. Having the three professional caregiver groups attending joint discussions may have represented a risk of a predominance of RNs opinions compared to those of lower levels of education.
However, listening to the digital recordings we did not find reason to suspect that this was the case. We have included quotes from the data material to provide credibility and to support the findings.
| CONCLUSION S
The study uncovered nonawareness of PC needs in patients with COPD and a lack of knowledge about PC for this group among professional caregivers. It also found that organisational barriers impeded PC. Lack of knowledge and organisational barriers led to several consequences concerning the ability to initiate difficult conversations and the ability to identify PC needs. The findings of this study suggest a need for education, training and reflection among professional caregivers in the home care sector. Also, organisational changes may be needed in home care to reduce the barriers to PC interventions for patients with COPD.
| RELEVANCE TO CLINICAL PRACTICE
The findings of this study contribute to understand the needs and challenges that must be addressed in targeted interventions aimed at increasing the professional caregivers' ability to identify PC needs and initiate and evaluate PC interventions among patients with COPD in home care settings. An educational programme designed for front-line staff in home care settings could be a possible solution to address the identified barriers to PC for patients with COPD.
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